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ABSTRACT

Background: Social participation, a principle that has guided health reform processes
globally, presents diverse barriers according to the political and social context, obstructing
its effective exercise. This study examines the perceptions of various stakeholders regarding
the barriers and opportunities for social participation in decision-making processes within

Chile's National Cancer Plan and Law framework.

Methods: A qualitative multiple-case study design (cases: politicians, academics, decision-
makers, organisations) was employed. Twenty-eight semi-structured online interviews were
conducted with stakeholders involved in the planning and implementation of the National
Cancer Plan and Law, as well as with its beneficiaries. Thematic analysis was carried out
through the analytical framework method, a systematic and flexible approach to analysing
qualitative data. Approved by the Scientific Ethics Committee of the Universidad del

Desarrollo, Chile.

Results: The main perceived barriers were classified into four areas: a) disarticulation of
civil society organisations, b) lack of validation of organisations in decision-making
processes, ¢) lack of access to information and d) lack of tools for the professionalisation of
organisations. Opportunities for action are proposed that involve joint actions from all actors
in a paradigm shift exercise on social participation in health, and the degree of involvement

that all stakeholders should have to achieve more significant equity in participation.

Conclusions: The results suggest that persistent barriers to effective participation exist,
primarily due to power imbalances and the dominance of biomedical perspectives. The

findings emphasise the importance of authorities and decision-makers acknowledging the



value of knowledge from civil society to encourage collaborative and sustained work that
transcends individual leaders and governments.

Keywords: Patient Participation, Social Participation, Decision-making, Neoplasms,

Qualitative Research.

Background

Social participation in health has been a guiding principle in the modernisation and reform
of health systems worldwide, particularly since the Declaration of Alma Ata (1,2). The Pan
American Health Organisation (PAHO) has defined it as 'collective actions through which
civil society and organised communities can influence the organisation, social control,
management and oversight of health institutions and the health system as a whole' (3). This
concept is closely related to the principles and purposes of democracy, as both are based on
the idea that sovereignty should come from the people and involve their active participation
(4-6). In participatory and deliberative democratic models, public decisions gain legitimacy
when they incorporate the voices of diverse stakeholders (7). Therefore, social participation
in health contributes to the effectiveness and contextual relevance of policies and strengthens
the democratic process by redistributing power, challenging technocratic monopolies on
expertise, and opening up opportunities for alternative forms of knowledge, such as those

based on lived experience (8,9).

For social participation to be effective or meaningful, it must go beyond formal consultation
and ensure that civil society actors can influence the design, implementation and evaluation
of public policies. This requires inclusive, sustained and accountable dialogue processes that

mitigate power imbalances (10—12). Therefore, it should be understood as a continuous and



dynamic process in which participation forms the basis of social transformation, rather than
merely a temporary contribution to a project (13,14). However, various barriers to effective
social participation have been identified. The lack of a unified definition of social
participation is one such barrier, as the meaning and interpretation of the concept depend on
each country's social and political environment (3,15,16). Participation occurs through the
power relations and imbalances inherent in each context, often marked by ambiguities and

contradictions (11,13).

Consequently, social participation in health usually involves conflict due to political and
ideological disagreements, which can be crucial to achieving significant change. However,
for conflict to be productive, participation instances need to anticipate and manage power
imbalances and struggles (13). Power struggles of this kind are unfolding in almost all
countries within the biomedical paradigm, characterised by biologism, pragmatism, and
individualism. It subordinates or excludes the psychological and sociocultural dimensions of
health and disease processes in relation to the biological dimension, thereby diminishing the
legitimacy and value of diverse forms of knowledge, such as experiential knowledge, in
health decision-making (2,17,18). As participatory processes are epistemic by nature, they
require the recognition of different forms of knowledge (19,20). This helps to address
epistemic injustice and challenge the dominance of technocratic and biomedical perspectives
in health. Moreover, studies show that co-producing health interventions through the
deliberate combination of theoretical and community-based knowledge results in more
effective, contextually appropriate responses (21,22). Therefore, valuing and incorporating
multiple forms of knowledge is not only ethically necessary, but also strategically essential

for democratising public health decision-making.



Advancing social participation also requires attention to equity, as participatory mechanisms
not only confer legitimacy on health policies but also determine which voices shape decisions
affecting population health and well-being. Inequity in health is expressed not only through
differential outcomes but also through unequal access to spaces where health policies are
deliberated and decided (23,24). This is particularly salient in cancer, where social
determinants create systematic patterns of vulnerability and higher disease burden (25-27).
While participatory processes can challenge these structural inequalities by recognising
diverse forms of knowledge and redistributing decision-making power, they risk perpetuating
exclusion when designed around technocratic frameworks that assume resources, knowledge,

and capacities not equally available to affected populations (28).

In Chile, social participation in health policy has been implemented, culminating in the 2005
health reform process. This reform did not establish mechanisms for effective social
participation, since these were mainly consultative (29), leaving citizens out of the decision-
making process (1). It is important to note that the concept of social participation underwent
a transformation in the 1990s due to the validation of a less significant role for the state and
the consolidation of market logic and models in the health sector (1,30,31). This framed
social participation within a new dynamic between consumers and providers, in which the
former's demands and needs had to be met by the latter. This logic has affected instances of

social participation since then (1,32).

Chile has had significant mobilisation and civic participation in recent decades regarding
cancer needs (33). In 2018, the country developed the National Cancer Plan (NCP) and,
responding to civil society demand, the National Cancer Law (NCL) in 2020, which provided

a framework for the NCP, ensuring its proper implementation and long-term operation (34—



36). The drafting of the NCL involved a method that represents the first experience of its
kind, where the civil society gave their input on each law article through a public consultation
platform (34,36). The drafting of the NCL was approved in 2020 and includes platforms for
citizen participation, such as the National Cancer Commission (NCC), whose objective is to
advise the Ministry of Health in formulating policies, scientific research and implementing

cancer strategies (35).

Against this backdrop of significant normative and institutional development of social
participation in health in Chile, particularly in relation to cancer policy, important challenges
remain regarding the effective implementation of participatory frameworks and the
translation of participation into meaningful influence on decision-making (3,37,38). Despite
the growing body of literature on social participation in Chile and Latin America, there is still
limited empirical research that considers these challenges from the perspective of multiple
stakeholders and incorporates proposals made by those involved. Drawing on the experience
of the National Cancer Plan (NCP) and the National Cancer Law (NCL), this study examines
the views of civil society representatives, policymakers, academics and politicians on the
involvement of organised civil society groups in the decision-making process for cancer-
related health policies. The analysis identifies perceived barriers to effective participation, as
well as opportunities and proposals to strengthen participatory processes. In doing so, it
advances knowledge by providing an empirically grounded, multi-actor analysis of social

participation in cancer policy in Chile.



Methods

This section follows the consolidated criteria for reporting qualitative studies (COREQ) 32-

item checklist, available in supplementary material.

Study design

An exploratory and descriptive qualitative study was conducted using a multiple-case study
design. This involves exploring and collecting information from different cases to gain an in-
depth understanding of the research topic (39,40). The perception of the role of organised
groups in decision-making processes was addressed from the perspective of different actors
(organisational leaders, academics, decision-makers, and politicians). Each of these actors

represented a case, thus generating a variety of cases for the study.

Recruitment and participant selection

The sample of participants was based on theoretical and feasibility criteria. A profile of
participants related to cancer or the NCP and NCL was established. The inclusion criteria
were: 1) being a member of a civil society organisation working on cancer (registered or not
in the National Registry of Organisations related to Health), 11) being a decision-maker in the
framework of the NCP and NCL, iii) being a politician with work related to the NCP and
NCL, iv) being an academic dedicated to cancer. Participants had to be at least 18 years old
and have access to the Internet to participate in the digital interviews. Members of civil
society organisations with less than one year of activity were excluded. This criterion was
established to ensure that organisations had experience of interacting with institutional

stakeholders or engaging in health-related advocacy. Organisations with less than one year



of activity would not have been active during the participatory processes associated with the

NCP and NCL.

To recruit and select participants, health authorities who were decision-makers, politicians
involved in the NCP and NCL, and academics who work on cancer were invited by e-mail.
Five decision-makers, three politicians and four academics were invited, all agreeing to
participate. The group of academics included professionals from the fields of epidemiology,
medicine, health economics and psycho-oncology. Three of them were affiliated with
institutions located in the central region of Chile, while one participant was affiliated with an

international academic institution.

Regarding civil society, the National Registry of Health-related Organisations (NRO), which
is publicly available, was reviewed. From this registry, we invited by e-mail organisations
from different macrozones of the country (North, Center and South). At the same time, we
searched through websites and social networks for other organisations related to cancer that
were not registered in the NRO. In this way, out of 18 invitations to groups in the NRO, 8
did not respond to the invitation and 10 accepted participation in the study. Concerning
unregistered organisations, out of 10 invitations, 4 did not answer and 6 accepted.
Representatives from civil society organizations included both professionals and individuals
whose involvement stemmed from lived experience with cancer as patients, survivors, or

caregivers.

It is important to note that the majority of participants were women, particularly among the
civil society representatives. This may reflect existing gender dynamics in the field of cancer

advocacy in Chile. A contributing factor may be that most civil society organisations focused



on cancer have been formed around female-specific or childhood cancers, in which women
often assume leadership roles. This gendered pattern emerged naturally from the recruitment
process and is consistent with emerging literature on gender and participation in cancer

advocacy (41).

Regarding educational levels, all politicians, decision-makers, academics, and registered
civil society representatives had completed higher education. Among unregistered
representatives, educational levels ranged from secondary to higher education. The activities
varied systematically, with registered organisations predominantly engaging in policy
advocacy and educational activities, and unregistered organisations primarily focusing on
direct patient support. The activities of politicians included legislation and health policy
advocacy, while the roles of decision-makers encompassed public health administration and
health system governance. Academics, meanwhile, engaged in research, teaching and policy

advisory work.

The details of the study participants by macro zone are presented in Table 1.

Table 1. Study participants.

Data collection

Semi-structured individual interviews were conducted between July and September 2023,
using a flexible interview script that addressed the dimensions of interest of the study. The
interview guide was prepared by FV and CC and addressed the following dimensions: 1)
perception of citizen participation in the decision-making processes of the NCP and NCL, ii)
perception of barriers and opportunities for action for effective citizen participation, and iii)

recommendations to enhance citizen participation in health in Chile.



The interviews were conducted by BC, AO, FV, AR, and CC, who had previously trained and
experienced interviewing people with cancer. The interviews were conducted and recorded
virtually through Zoom, averaging 45 minutes each. To guarantee the confidentiality of the
interview, a Zoom account exclusive to the principal investigator was used. Each interview
was recorded for transcription following consent from the participant. After conducting
twenty-four interviews, the research team held preliminary analysis meetings to assess
thematic saturation. This is defined as the point at which no new themes or sub-themes
relevant to the study objectives and key analytical dimensions (barriers, opportunities and
recommendations) emerge (42,43). Three researchers (FV, AR and CC) independently
reviewed the codes generated during the initial analysis and concluded that the final
interviews had deepened existing categories without introducing new themes. This
assessment was subsequently discussed and validated by the full research team (BC, AO, FV,
AR, CC and ME), leading them to conclude that additional interviews were unlikely to
provide new thematic insights. Consequently, it was determined that there was no need to

recruit further participants.

Data analysis

Interview recordings were transcribed verbatim into a Microsoft Word document, and each
transcript was checked for accuracy against the original audio. Building on the preliminary
analytical work conducted during data collection, the analysis was carried out manually,
without the use of qualitative data analysis software. FV, AR, and CC independently

conducted a thematic analysis using a deductive—inductive approach.

An initial codebook and analytical matrix were created in a Microsoft Word document based

on the guiding dimensions of the interview guide: perceptions of participation, barriers,



opportunities and recommendations. Relevant excerpts from each interview were organised
within the matrix, using the framework method (44). As analysis progressed, new categories
and codes emerging from participants’ narratives were incorporated inductively into the
matrix (Supplementary File 4). Each researcher developed an initial version of the analytical

matrix through this process.

The individual matrices and codebooks were subsequently reviewed in iterative team
meetings involving FV, AR, CC, AO, BC, and ME. During this cross-review process, coding
decisions and category definitions were compared and discrepancies were discussed by
examining specific text fragments and referring to the analytical framework until consensus
was reached. This resulted in a final matrix incorporating both predefined and emergent

themes.

The verbatim quotes included in this article were translated from Spanish by a native English
speaker and reviewed by the authors to ensure that they accurately captured the original

meaning.

Qualitative scientific rigour

The study applied the following rigorous criteria: triangulation and theoretical-
methodological adequacy (45,46). In triangulation, the analysis was contrasted among the
researchers of the team, who have different backgrounds and experiences. The research team
comprised two social anthropologists, one social epidemiologist, one sociologist, one health
economist, and one physiotherapist. This helps to reduce bias in interpretation. There was
also triangulation between informants, taking into account the different perspectives and

contexts of the interviewees. Regarding theoretical-methodological adequacy, in the first



phase of the study, we checked whether the research problem was logically related to the

methodology, design and theory, thus ensuring the project's coherence.

Ethical considerations

The study considered Chilean laws to protect participants in health research. It was guided
by the universal principles of scientific research (respect, beneficence, non-maleficence and
justice) in its formulation and application. The research team guaranteed that the participants
received all the information about the study by providing an information sheet, ensuring their
understanding and consequent voluntary participation. A digital informed consent form was
signed through the encrypted platform Alchemer, ensuring the security of the information.
Codes were assigned to all of them to safeguard the confidentiality of the participants. The
study was approved by the accredited Scientific Ethical Committee of the Universidad del

Desarrollo (#2023-60).

RESULTS

Barriers to citizen participation

The interviewees identified several barriers to citizen participation in cancer health decision-
making. These are organised into four dimensions: a) organisation of civil society, b) lack of
validation of organisations in the decision-making process, c¢) access to information, and d)

professionalisation of civil society organisations.

Organisation of Civil Society

The first obstacle is related to the way civil society is organised. Groups are fragmented and
carry out actions independently according to the type of cancer they represent. This leads to

duplication of efforts or failure to reach a consensus on shared objectives and actions to work



with the Ministry of Health. Politicians and decision-makers observe that this makes it

challenging to prioritise actions and proposals.

"[ find that it has been less active, less united and therefore less participatory (...) in the
end we make individual efforts that do not necessarily move the needle in health decision-
making." (E1, Registered organisation)

Representatives of organisations observe that each group's different work modes prevent an
organic articulation between them. They note that some are committed to updating
knowledge, language and methodologies according to the decision-making platforms to
generate proposals. In contrast, others focus on demands to the authorities based on
testimonies of patients' cases. Politicians, academics and decision-makers also note this

difference.

Another divergence between organisations is related to the mission and vision of the groups.
Some organisations are interested in participating in decision-making committees and
influencing public policies, while others aim to support patients and those closest to them
directly. It is noted that only a minority of organisations are interested in formal participation
in public policy, resulting in a lower level of civil society participation in high-level health

decision-making.

"The different realities that we have with the patients' organisations...some work with a
perspective that is a little bit more from the point of view of always denouncing, as if they
were always passing the bill. Others work more from the perspective of, well, how do we
take charge? how do we go about proposing? how do we go about controlling? And I
think that we patients still have a lot to do and that we really need to have the patient at
the centre." (E1, Unregistered organisation)

Some participants believe that social participation in Chile has declined recently. They argue

that citizens are disillusioned with participatory processes because they are not sustained over



time. Additionally, these groups believe that there has been no progress in addressing the
needs they have raised within the cancer health policy-making process. Due to the current
disarticulation between groups, interviewees from organisations, academics, decision-makers
and politics, observe that some people and organisations do not feel represented by those

leading the social participation forums in the health field.

Lack of validation of organisations in the decision-making process

Another perceived barrier is the groups' lack of validation as relevant actors in cancer health
policy decision-making. According to representatives of organisations, this is reflected in the
fact that they are invited to the decision-making processes but are not formally involved in
the final decisions. Other participants (politicians, decision-makers, and academics) agree
that the health authority gives greater weight to the clinical view, especially the opinion of

physicians.

"As we have not been validated as protagonists and as relevant actors, we are always
destined to a second or third place or we are more secondary, more tertiary" (E2,
Registered organisation).

"(...) and I tell you more, still neither the health authorities, nor the scientific, nor all the
actors involved have understood how much patient organisations can be a source of
innovation and added value (...)." (E2, Academic)

"(...) We are in such a hierarchical system, where what matters many times is the medical
opinion, the opinion of the medical scientific society, only white coats making decisions."
(E4, Decision-maker)

An additional element detrimental to organisations' ability to consolidate themselves as valid
actors before authorities and decision-makers is when they form partnerships with politicians
and the pharmaceutical industry. These relationships raise suspicions about the actions of

civil society organisations, as they may be manipulated for the benefit of third parties. This



creates mistrust between the various actors, which slows down the processes of social

participation in high-level health decision-making.

"These two notions coexist in the work of the health authority, of the ministry (...) There
are people within the ministry who are influenced by this idea that the organisations are
absolutely captured; all or many of them or those that make the most noise are captured
by the industry. On the other hand, there are people who say, well, taking that into
account, we have to work for participation, and we have to include the patients
independently of this, etc. Therefore, there is a conflict there that I think creates obstacles
for the health authority to be able to advance effectively in citizen participation”. (El,
Academic)

Access to information

Respondents identified a third barrier related to access to information. Decision-makers point
out that the Ministry of Health does not always provide information to civil society, indicating
that this is due to the authority's concern to protect sensitive information. This means that the
information does not reach the representatives participating in the National Cancer
Commission in time. Therefore, the information does not get to the base of the organisations
in a fluid and consistent manner, and the legitimacy of participants and the work being done

is questioned.

"Permanently we find ourselves as a commission that we ask for information, and it does
not arrive, it arrives late, that has been a permanent difficulty, then it also happens to us
from the side of the commission that we meet with the bases, and we agree to deliver
certain information, but since it is not delivered to the representatives of the National
Cancer Commission, you lose validity, legitimacy with the bases" (E2, Politician).

Professionalisation of civil society organisations

The absence of formal training to professionalise the organisations was also identified as a
barrier. All respondents felt that having at least health systems, advocacy, and ethics training

would be helpful. Health systems and advocacy training would allow the organisations to



focus on interventions and actions that move away from individual issues and towards
collaborative public health work. Ethics training would contribute to good information

management and the groups' efforts to meet transparency requirements and standards.

"You need a little bit of training in the health area, a little bit, in other words, to
understand how the health care system works (...)." (E1, Registered organisation)

"Yes, of course, all advocacy actions require a series of competencies, they require a
series of planning, and that is what patient organisations need to be trained in (...)." (E2,
Academic)

"Then there are ethical decisions that one is making that, in some way, hopefully there is
a training course to tell you this is done this way, or this is not done. But it happens to
us that there are some organisations that do [share information] and finally impact or
harm those people unnecessarily because you don't have the solution." (E9, Registered
organisation)

Participants from the agrupations also indicated that organisations should be advised of the
requirements that must be met to participate in decision-making committees. This relates to
the elements necessary to consolidate the organisation, such as defining its mission, vision,
legal aspects, accounting, etc. The interviewees, especially academics, pointed out that the
organisations should also work on their internal representativeness, developing systems for
electing and renewing leaders based on transparent criteria so that each group goes beyond

its founder.

"(...) there should be facilitating mechanisms for the civil social organisation, from how
to legally establish it, to accounting aspects, to defining the mission, which I think is a
big problem, since many groups do not have a mission (...) when they had all the intention
of doing important things and then it starts to unravel and they have a half deformed
thing". (E5, Registered organisation)

"The work of internal representativeness, that is missing a lot, that is to say that those
who are going to lead and with this I am also talking about thinking that the organisation
is not mine, (...) but thinking that the organisation has to transcend the person who
founded it or the president or the board of directors that has been there for so many
years, they should have transparent elections, renewal, training of new leaders who will
replace the current ones, that is missing a little bit (...)." (E2, Academic)



Analysis of the perceptions of different stakeholder groups reveals significant convergence
in the identification of the main barriers to social participation in cancer-related decision-
making. All stakeholders agree that organisational fragmentation, a lack of institutional
validation, restricted access to information, and limited professionalisation of civil society
organisations hinder their effective involvement in public policy. However, these barriers are
perceived differently. Civil society organisations are more aware of the obstacles related to
their organisation, identifying different visions and approaches to work as limitations to their
coordination. In contrast, political actors and decision-makers view this diversity as a
challenge to collective action in decision-making spaces. Regarding the lack of validation and
professionalisation, civil society organisations emphasise their exclusion from decision-
making processes and the devaluation of their experiential knowledge. While politicians and
decision-makers broadly recognise this issue, academics raise a different concern: a lack of
trust in civil society organisations that have links with political figures or the pharmaceutical
industry, which calls their independence into question. Finally, regarding access to
information, both organisations and politicians note that delays in receiving key information
affect timely action. However, decision-makers cite the need to safeguard sensitive
information as a constraint, which contrasts with this perception. These distinctions highlight
the importance of recognising the structural and cultural dimensions that shape participation

in health policy.

Opportunities and recommendations for participation

The opportunities and recommendations put forward by the participants are presented

concerning the barriers they identified, grouped in three dimensions: a) organisation of civil



society, b) lack of wvalidation of organisations in the decision-making process and

professionalisation of civil society organisations, and c) access to information.

Organisation of civil society

Respondents see an essential opportunity to promote joint and articulated work among
organisations. They recommend the creation of working instances where groups from all
areas of the country can share their concerns and develop common objectives. It is suggested
that these forums should be constant over time and allow for a collaborative prioritisation of
issues to be presented in decision-making spaces. It is also essential that the groups work on
existing initiatives to avoid duplication and improve cooperation. Another recommendation

is to disseminate critical information for civil society in a sustained manner over time.

"A system of prioritisation and channelling of concerns from civil society must be made,
because, having a board with many people who have different opinions, in the end,
everyone fights for what is convenient for them and that is not the idea, because, in the
end, that does not benefit everyone, it benefits only a small group, so, in the end, it must
be channelled.” (E6, Registered organisation)

Lack of validation of organisations in the decision-making process and professionalisation

of civil society organisations

Regarding the lack of training for the professionalisation of groups, the interviewees
identified several opportunities. The first element is to carry out a census of organisations at
the national level to ensure that growing organisations receive help in their formation from
long-established organisations and other actors such as academics and state officials, among
others. In this regard, the academics interviewed believe they can contribute to forming and
training organisations in advocacy, ethics and the health system. Likewise, it is felt that
academics could generate information on the functioning of the organisations and their role

in Chile and other countries.



"One recommendation to the commission is to formalise the organisations that are not
there, to strengthen the space for representation and participation, and this has a
concrete expression in adding organisations that could not participate at the time and
the new ones that are being generated." (E2, Politician)

"(...) it is up to the academic world to generate educational spaces at least, or to help
perhaps not in resources, but to help in strategies that allow first to define the reality
(...), and in fact, from the academy to map what is there, to define what in other models
in other countries is the role of patient organisations and foundations, to define what the
problems are and to propose solutions, that is up to the academic world. And it is up to
the academic world to recognise, describe and propose strategies for better functioning."”
(E3, Academic)

Also, it is pointed out that not all the responsibility for continuous training should be charged
to the organisations but that all the actors (politicians, academics and decision-makers) should
be trained together to promote real collaborative work that does not depend on governmental
changes. This would contribute to constructing spaces of greater horizontality and validating
the different stakeholders in the high-level decision-making processes of the health authority

on cancer in Chile.

The interviewees also pointed out that the professionalisation of the organisations contributes
to changing the vision that certain authorities and decision-makers have about the role and
social value of the organisations. They comment that there is a perception from the State that
organisations only demand and protest, which is why the authorities concentrate on avoiding

conflicts or public protests instead of generating binding instances of participation.

"There are few who manage to understand that you have to work together, but in the end
what you first think is that the only thing they are going to do is to bother, to demand, to
protest, to knock on the door, and that is not it, I believe that it is enough that there is a
natural leadership on both sides, that you can work together, that you feel that both are
a contribution and not that they are ememies, which is what happens with the
organisations.” (E3, Politician)

"Then probably the only real interest that the Ministry has in the patient groups is for
them not to generate tension in the public environment about what is happening, that is



what happens, (...) in the end the only thing that matters to them is that there is no strike
or article in the newspaper (...)." (E3, Academic)

Academics see an opportunity for action to change the perception of state authorities and
decision-makers. Academia can generate research that makes the value of citizen participation
visible. At the same time, they can act as facilitators of conversations between civil society

and the authorities, focusing on the exchange of concrete proposals for the country.

"(...) then promote conversation, be aware of the limitations of the scenario and propose,
we do not only, it is something that we do not only motivate the leaders, you do not only
go to complain, you have many ideas, many proposals, go to propose, be part of the
solution, be part of the solution, because we must also be aware that our health system
is living very, very complex times (...) then we do have to make decisions that are difficult
so that they see in the patient organisation an ally (...)." (E2, Academic)

Respondents also highlighted another aspect that needs to be addressed: the tension between
authorities and patient organisations due to their links with the pharmaceutical industry. To
this end, they suggest creating a regulatory framework of best practices and transparency
mechanisms for all parties involved. Thus, constant accountability to society could be

promoted, and potential conflicts of interest between these social actors could be disclosed.

Access to information

Regarding barriers to access to information, politicians and decision-makers recognise that
information on the progress of the Cancer Law should reach civil society organisations on
time so that they can intervene in discussions on pending aspects of the Law's
implementation. To this end, they suggest establishing a strategic work-line of citizen
participation in the NCP. This should consider territorial differences in the country to
decentralise decision-making processes and instances of participation. Concretely, it proposes

the creation of constant work instances in each region to incorporate the reality of each place.



"Unfortunately, I think there should be a unit specifically to work with that [in the
National Cancer Plan]. Because of course, for the rest of the strategic line there is the
local technical council, the ministerial referents, but we are all professionals." (El,
Decision-maker)

"There is no fixed calendar, for example, of meetings or a bulletin that reaches us all,
and I think that leaves many people out and also, this is centralised in Santiago, in the
reality that we have in the central zone, more than what happens in the extreme zones for
example of Chile, which are super different realities, I feel that there we are behind."
(E1, Unregistered organisation)

In this regard, it is recommended that the NCC strengthen its work in the field, act as a
coordinating entity between different actors and territories, and follow up on the
implementation and fulfilment of the Plan. Finally, the need to create greater trust between
civil society, government institutions, and their authorities through establishing transparent

communication mechanisms and greater participation is highlighted.

"Nobody believes anymore in what has been created because nothing works, so the way
to maintain trust is to comply at least with what the laws say, and by that, [ mean (...) to
improve those instances of participation and transparency." (E1, Politician)

A summary of the barriers, opportunities and recommendations is presented in Table 2.

Table 2. Barriers, opportunities and recommendations for participation.

DISCUSSION

The findings of this study confirm and build upon previous literature on social participation
in health, highlighting that one of the main barriers lies in the persistent ambiguity
surrounding the concept itself (16). This ambiguity gives rise to several challenges that hinder
effective social participation in decision-making processes. These challenges include: (a)
fragmentation and differing orientations among civil society organisations, (b) limited
institutional validation of these organisations by health authorities, (c) insufficient training

and resources for their professionalisation, and (d) restricted and often delayed access to



relevant information. By examining these barriers from the perspectives of multiple
stakeholder groups, this study sheds light on the interplay between structural and relational

factors that shape participation in health policy processes.

These results must also be considered in the context of equity, as they demonstrate how
participatory mechanisms can perpetuate, rather than challenge, structural inequalities in
cancer policy. Participation designed around technocratic frameworks that assume
organisational capacity, technical fluency or the ability to engage in centralised decision-
making spaces systematically excludes those most affected by cancer inequities, such as rural
communities, lower socioeconomic groups and those with limited formal education. These
populations bear a disproportionate cancer burden due to social determinants yet have the
least access to spaces where cancer policies are deliberated and decided (26,27). Thus,
addressing these barriers is not merely a matter of improving participatory efficiency but of

advancing health equity by redistributing decision-making power.

Equity concerns are evident in each of the identified barriers, such as the organisational
fragmentation of civil society groups. While some organisations aim to build technical
knowledge and influence public policy development, others focus on providing direct support
or voicing specific demands relating to the types of cancer they represent. This fragmentation
mirrors the broader consumer-provider dynamic in Chilean health policy and hinders
coordination and the ability to exert collective influence (1,32). This is consistent with
regional and international findings that fragmented civil society limits the ability to launch

joint advocacy campaigns or exert political pressure (47-49).

In this context, an asymmetry of power exists between the authorities and civil society

organisations, reflected in unequal access to information and the prioritisation of the



biomedical-clinical vision over other types of knowledge. This is characteristic of what has
been defined as the predominance of the Hegemonic Medical Model (17), whose immobility
restricts the development of new elements for deliberative processes and dialogue between
different epistemologies (13,18,50,51). Addressing this requires epistemic justice:
recognising civil society as legitimate knowledge-producers whose experiential knowledge
must carry real weight in decision-making, not merely symbolic inclusion (52,53). Recent
literature documents that experiential knowledge has been systematically devalued in favor
of clinical and academic knowledge (53,54). For participation to be transformative, it must
move toward co-production of knowledge, collaborative processes where experiential,

practice-based, and research knowledge are equally valued and integrated (55).

These asymmetries are embedded within the formal participatory structures established by
Chile's cancer policy framework. The National Cancer Commission, structured advisory
councils, designed to incorporate civil society voices, presuppose specific capacities: fluency
in technical language and organisational infrastructure. These prerequisites systematically
advantage already-organised, urban, educated actors while marginalising those with lived
cancer experience but without organisational aftiliation, rural populations, and lower
socioeconomic groups (28). The issue of representativeness is raised by this, with questions
of who participates in formal structures and whether they represent the full social and

territorial diversity affected by cancer.

Given this scenario, the professionalisation of the organisations stands out as an opportunity
to increase the validation and consequent participation of the organisations in high-level
decisions related to cancer, as it is also emphasised in international literature to ensure a high

impact of organisations (56). This is relevant since civil society representatives express that



they currently have little influence in decision-making, despite their experiential and
contextual knowledge. This aligns with the literature that indicates that participatory

instances are not enough if a meaningful and effective participation is not assured (3,20,57).

Professionalisation is also important when representativeness and legitimacy are further
complicated by the relationships between patient organisations and the pharmaceutical
industry. As part of the broader commercial determinants of health, industry influence is
exerted through the funding of organisations, which creates potential conflicts between
commercial and public health objectives (58,59). As participants noted, these relationships
raise suspicions that organisations may be "captured by industry," which further complicates
validation of civil society as legitimate actors. Addressing this requires regulatory
frameworks with mandatory disclosure of funding sources, clear declaration of conflicts of
interest, and governance structures ensuring organisational independence in policy advocacy

(60).

These power differentials can lead to conflictive situations within decision-making circles,
in which the results suggest that the approach to conflict is incipient and mainly avoidant. In
this regard, academics can play an essential role in mediating or facilitating conversations or,
according to the literature, creating participation programs that anticipate and manage
conflict to strengthen social participation in health (13,50). In this line, the importance of
sustaining instances of dialogue becomes evident through a conception of participation as a
process and not confined to specific projects delimited in time, given that, as established in
the national literature, participation is characterised as reactive to the shortcomings of the

health system or the policies that support it (37). This would contribute to the knowledge of



different perspectives on the disease and the experiences of patients and their families, and

enable a resignification of the view of cancer beyond the biomedical approach.

In relation to these dynamics, the findings suggest "participation fatigue', the exhaustion and
disengagement that occurs when participatory processes demand sustained effort without
producing tangible results (61). Several participants noted that citizens are disillusioned
because processes are not sustained over time and they perceive no progress on their needs.
Addressing this requires clear accountability structures showing how civil society input
influences outcomes, feedback on what has been done with contributions, and institutional

commitment that transcends individual political administrations (62,63).

The identified barriers have also been documented internationally. One study, based on
experience in Portugal, describes the challenges of coordinating with community and
institutional stakeholders when developing a municipal health strategy, as well as the
constraints on decision-making power. The study highlights that formal mechanisms do not
necessarily guarantee meaningful influence (64). Similarly, the Brazilian experience with
health councils shows that even well-established participatory structures can struggle to
sustain community engagement, avoid bureaucratisation and influence policy decisions
effectively (65). Although these studies occur in different governance and health system
contexts, their findings resonate with the barriers identified in the Chilean case, suggesting
that fragmentation, limited influence and institutional constraints are recurrent issues in

participatory health governance across settings.

Addressing these challenges requires concrete, multi-dimensional supports. Recent
international guidance identifies key facilitators including capacity strengthening, adequate

public resources, health literacy training, financial and non-financial compensation,



accessible information formats, material supports such as transportation and childcare, and
sustained institutional commitment beyond individual projects (66). These facilitators
address not only technical barriers but the structural inequities that determine who can

participate meaningfully in health decision-making.

It is important to emphasise that the identified barriers are rooted in broader structural and
relational dynamics. Social participation is shaped by the interaction between different actors
and groups depending on their relative power, organisational trajectories, ideological
orientations and access to information (67). Participation must therefore be understood as a
historically and culturally situated process influenced by institutional configurations and
symbolic structures that determine who is considered a legitimate interlocutor and which
forms of knowledge are validated. Therefore, overcoming polarising and technocratic
approaches to participation requires establishing connections that bridge the gap between
civil society and health authorities, such as sustained dialogue and collaborative practices

that redistribute power and recognise plural epistemologies.

In terms of the strengths and limitations of this study, a key strength lies in exploring the
experiences and perspectives of the various stakeholders involved in decision-making
processes. This provides a comprehensive understanding of an area where diverse interests
converge (68). Although the results focus on the barriers to participation in decision-making,
it is also relevant to mention that the interviewees highlight the significant progress made in
the country in this area, particularly in the field of cancer. This refers to the development of
concrete mechanisms for citizen participation in health. Examples include the establishment
of the National Cancer Commission, Health Users' Councils and Public Health Consultative

Councils, which are linked to Primary Health Care (PHC). These bodies are intended to



institutionalise social dialogue and enable the population to influence health planning and

evaluation (37).

It is important to note that there are some significant limitations. First, there is a relative
overrepresentation of organisations from the central macro-zone compared to the northern
and southern macro-zones. This is partially because a large part of the national health policy
decision-making activities are centralised in the central macro-zone. Future research may
delve deeper into the territorial differences in social participation in cancer according to the

particular needs in those places.

Secondly, the study examined how formal participatory mechanisms function within Chile's
cancer policy framework by focusing specifically on organised civil society, academics,
decision-makers and politicians. While this focus was intentional and necessary in order to
understand institutionalised participation, it meant that the perspectives of individuals with
cancer experience who are not organised and remain outside of formal advocacy structures
were not captured. Future research should complement studies of formal participation by

including the views of non-organised citizens and patients.

Thirdly, our sample selection did not explicitly incorporate an equity-focused sampling
strategy. Participants involved in the National Cancer Plan and Law processes were
prioritised over ensuring representation of social groups bearing a disproportionate cancer
burden, such as lower socioeconomic populations, rural communities and specific
demographic groups with a documented higher prevalence and mortality rate of cancer. This
reflects a broader tension in participatory research: individuals who are already involved in

formal mechanisms are more accessible to researchers, which could perpetuate the same



barriers to representation that our study criticises. Future studies should therefore develop

intentional, equity-focused recruitment strategies.

CONCLUSIONS

This study investigated the perception of different stakeholders regarding the role of
organised civil society in health policy decision-making concerning the National Cancer Plan
and the National Cancer Law. The results suggest that, despite significant advances in
establishing formal participatory mechanisms, effective social participation in cancer health

decision-making faces several barriers.

The prevalence of the biomedical-clinical vision, expressed in the asymmetries of power
generated in interactions among different actors, reflects what recent literature terms
epistemic injustice: the systematic devaluation of experiential knowledge from organisations
in favor of clinical and academic expertise. It is crucial to recognise this knowledge, as it can
improve the quality of life and experience for patients and their families, and transform the
narrative around cancer and its social implications. However, experiential knowledge must

carry real weight in decision-making, not just be symbolically included.

The perceived barriers, opportunities and recommendations that emerge emphasise the need
for concrete support to enable equitable participation, such as capacity strengthening, health
literacy training and accessible information. They also emphasise the need for transparent
governance frameworks to manage relationships with the pharmaceutical industry and
accountability structures that address participation fatigue by demonstrating how civil society
input genuinely influences outcomes. This requires building trust between the authorities and
civil society, redistributing decision-making power and establishing sustained mechanisms

for diverse civil society representation. In this way, the work developed by civil society,



academics, politicians and decision-makers could transcend individual leaders and
governments, ensuring that work is based on long-term objectives grounded in equity and

epistemic justice in Chile.



Table 1. Study participants.

Participant Macrozone | Education Main activities National Registry of
P Gender of al level Health-related
code . N
residence Organisations
Civil society organisations (n=16)
El, Registered Male Center Higher Policy advocacy, educational Yes
organisation education activities
E2, Registered Male Center Higher Policy advocacy, educational Yes
organisation education activities
E3, Registered Male Center Higher Policy advocacy, educational Yes
organisation education activities
E4, Registered | Female South Higher Policy advocacy, educational Yes
organisation education activities, research
collaboration
ES, Registered | Female Center Higher Policy advocacy, educational Yes
organisation education activities
E6, Registered | Female Center Higher Policy advocacy, educational Yes
organisation education activities, research
collaboration
E7, Registered | Female South Higher Policy advocacy, educational Yes
organisation education activities
E8, Registered | Female North Higher Policy advocacy, educational Yes
organisation education activities
E9, Registered | Female Center Higher Policy advocacy, educational Yes
organisation education activities
E10, Female South Higher Policy advocacy, educational Yes
Registered education activities
organisation
El, Female Center Secondary Direct patient support, No
Unregistered education educational activities
organisation
E2, Female South Secondary Direct patient support, No
Unregistered education community organizing
organisation
E3, Female North Higher Direct patient support, No
Unregistered education community organizing,
organisation rehabilitation activities
E4, Female Center Higher Policy advocacy, educational No
Unregistered education activities
organisation
ES5, Female North Secondary Direct patient support, No
Unregistered education community organizing,
organisation rehabilitation activities
E6, Female North Higher Policy advocacy, educational No
Unregistered education activities
organisation

Health decision-making authorities (n=5)




E1, Decision- Male South Higher Public health administration

maker education

E2, Decision- Male South Higher Health system governance

maker education

E3, Decision- Female North Higher Public health administration

maker education

E4, Decision- Male Center Higher Public health administration

maker education

ES, Decision- Female Center Higher Public health administration

maker education

Politicians (n=3)

El, Politician Female Center Higher Legislation, health policy -
education advocacy

E2, Politician Female Center Higher Congressional representative -
education

E3, Politician Female South Higher Legislation -
education

Academics (n=4)

E1, Academic Male Center Higher Research, teaching, policy -
education advisory

E2, Academic Female | Internation Higher Research, teaching, policy -

al education advisory

E3, Academic Male Center Higher Research, teaching, policy -
education advisory

E4, Academic Female Center Higher Research, teaching, policy -
education advisory

Total participants n=28

Table 2. Barriers, opportunities and recommendations for participation.

Barriers

Opportunities

Recommendations

Organisation of
civil society

Promote joint and
articulated work between
organisations

Establishment of work instances with
organisations from all macro-zones of the
country.

Gathering of information from civil society
to generate projects.

Lack of validation
of organisations in
the decision-
making process

Register of organisations

Assistance in the formalisation and

professionalisation of new groups.

Training

Training in advocacy, ethics and health
system.




and To make visible the contribution of civil
. — Research . i -
Professionalisation society groups to public policies.

of civil society | Conversation instances
organisations between organisations and | Guided by academics to exchange proposals.

authorities
Relationship ~ with  the | Establishment of a regulatory framework for
pharmaceutical industry good practices and transparency.

Dissemination of advances | Development of a decentralised strategic line
of the National Cancer Law | of citizen participation in the National Cancer
Access to Plan.

information Strengthening the National
Cancer Commission's
articulating role

To promote fieldwork of the members of the
National Cancer Commission.

List of abbreviations

NCP: National Cancer Plan

NCL: National Cancer Law

NCC: National Cancer Commission

NRO: National Registry of Health-related Organisations

REFERENCES

1. Méndez CA, Vanegas Lépez J]. La participacion social en salud: el desafio de
Chile. Rev Panam Salud Publica;27(2),feb 2010 [Internet]. 2010 [cited 2024 May
25];27(2):2010. Available from: https://iris.paho.org/handle/10665.2/9717

2. Menéndez E. Participacién social en salud como realidad técnica y como
imaginario social privado. Cuadernos médico sociales. 1998;73(1):5-22.

3. Bascolo E, Vance C, Leys M, Coitifio A. Social participation in health: analysis of
progress and challenges for the Region of the Americas. Revista Panamericana
de Salud Publica/Pan American Journal of Public Health [Internet]. 2024 [cited
2025 Jul 26];48. Available from: https://pubmed.ncbi.nlm.nih.gov/39139468/



10.

11.

12.

13.

14.

Dacombe R, Parvin P. Participatory Democracy in an Age of Inequality.
Representation [Internet]. 2021 Apr 3 [cited 2025 Jul 26];57(2):145-57.
Available from:
https://www.tandfonline.com/doi/pdf/10.1080/00344893.2021.1933151

Lima V, Lima V. Strengthening Participatory Governance Through Resilience and
Tech-Enabled Democratic Innovations. Journal of Deliberative Democracy
[Internet]. 2025 Mar 27 [cited 2025 Jul 26];21(1):1-14. Available from:
https://delibdemjournal.org/article/id/1613/

Miiller-Rommel F, Geifdel B. Introduction: Perspectives on Democracy. Polit
Vierteljahresschr [Internet]. 2020 Jun 1 [cited 2025 Jul 26];61(2):225. Available
from: https://pmc.ncbi.nlm.nih.gov/articles/PMC7221234/

Theuwis MI, Van Ham C, Jacobs K. A meta-analysis of the effects of democratic
innovations on participants’ attitudes, behaviour and capabilities. Eur ] Polit Res
[Internet]. 2025 May 1 [cited 2025 Jul 26];64(2):960-84. Available from:
/doi/pdf/10.1111/1475-6765.12722

Rajan D, Koch K. The health democracy deficit and COVID-19. Eurohealth (Lond).
2020;26.

Bosché M, Krust R, Fung A, Pawar AS. Exploring Democratic Deliberation in
Public Health: Bridging Division and Enhancing Community Engagement. Am ]
Public Health [Internet]. 2025 Apr1 [cited 2025 Jul 26];115(4):500-5. Available
from: /doi/pdf/10.2105/AJPH.2024.307998?download=true

Clark H, Koonin ], Barron GC. Social participation, universal health coverage and
health security. Bull World Health Organ [Internet]. 2021 Dec 1 [cited 2025 Jul
26];99(12):846. Available from:
https://pmc.ncbi.nlm.nih.gov/articles/PMC8640689/

World Health Organization. Voice, agency, empowerment: handbook on social
participation for universal health coverage [Internet]. World Health
Organization; 2021 [cited 2025 Jul 26]. Available from:
https://iris.who.int/handle/10665/342704

Moysan T, Rodenas-Rigla F. The Participatory Processes in Public Policy-Making:
A Scoping Review. Societies 2024, Vol 14, Page 244 [Internet]. 2024 Nov 21
[cited 2025 Jul 26];14(12):244. Available from: https://www.mdpi.com/2075-
4698/14/12 /244 /htm

Morgan LM. Community participation in health: perpetual allure, persistent
challenge. Health Policy Plan [Internet]. 2001 [cited 2024 May 25];16(3):221-
30. Available from: https://pubmed.ncbi.nlm.nih.gov/11527862/

Rifkin SB. Paradigms lost: toward a new understanding of community
participation in health programmes. Acta Trop [Internet]. 1996 [cited 2024 Jul
14];61(2):79-92. Available from: https://pubmed.ncbi.nlm.nih.gov/8740887/



15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

Mahmood Q, Muntaner C. Theoretical underpinnings of state institutionalisation
of inclusion and struggles in collective health in Latin America. Glob Public
Health [Internet]. 2019 Jul 3 [cited 2025 Jul 26];14(6-7):863-74. Available from:
https://www.tandfonline.com/doi/pdf/10.1080/17441692.2018.1455886

European Observatory on Health Systems and Policies. Clarifying terms and
concepts: what is meant by social participation in decision-making for health.
Eurohealth (Lond) [Internet]. 2024 [cited 2025 Jul 26];30(1):11-8. Available
from: https://iris.who.int/handle/10665/376885

Menéndez E. Morir de alcohol. Saber y hegemonia médica. México: Editorial
Alianza; 1990.

Anigstein MS. Participacién Comunitaria en Salud: Reflexiones sobre las
posibilidades de democratizacion del sector. MAD. 2008;(19):77-88.

Halloy A, Simon E, Hejoaka F. Defining patient’s experiential knowledge: Who,
what and how patients know. A narrative critical review. Sociol Health Illn
[Internet]. 2022 Feb 1 [cited 2025 Jul 26];45(2):405. Available from:
https://pmc.ncbi.nlm.nih.gov/articles/PMC10100415/

Olsen M, de Pinho Campos K, Fones G. Meaningful engagement with people with
lived experience: challenging, messy, and more vital than ever. The BM]
[Internet]. 2025 Jul 8 [cited 2025 Jul 26];390:r1138. Available from:
https://pmc.ncbi.nlm.nih.gov/articles/PMC12231283/

Mooney R, Dempsey C, Brown BJ, Keating E, Joseph D, Bhui K. Using participatory
action research methods to address epistemic injustice within mental health
research and the mental health system. Front Public Health. 2023 Mar
21;11:1075363.

Silberberg M, Muhlbaier LH, Hart-Brothers E, Small GM, Bunce AE, Patel R, et al.
Melding Multiple Sources of Knowledge: Using Theory and Experiential
Knowledge to Design a Community Health Intervention Study. | Particip Res
Methods [Internet]. 2021 Nov 17 [cited 2025 Jul 26];2(3):2021. Available from:
https://doi.org/10.35844/001c.29013

Gémez CA, Kleinman D V,, Pronk N, Wrenn Gordon GL, Ochiai E, Blakey C, et al.
Addressing Health Equity and Social Determinants of Health Through Healthy
People 2030. ] Public Health Manag Pract [Internet]. 2021 Nov 1 [cited 2026 Jan
28];27(Suppl 6):S249-57. Available from:
https://pubmed.ncbi.nlm.nih.gov/33729197/

World Report on Social Determinants of Health Equity [Internet]. [cited 2026 Jan
28]. Available from: https://www.who.int/teams/social-determinants-of-
health/equity-and-health/world-report-on-social-determinants-of-health-
equity

Tucker-Seeley R, Abu-Khalaf M, Bona K, Shastri S, Johnson W, Phillips |, et al.
Social Determinants of Health and Cancer Care: An ASCO Policy Statement. JCO



26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

Oncol Pract [Internet]. 2024 May [cited 2026 Jan 28];20(5):621-30. Available
from: https://pubmed.ncbi.nlm.nih.gov/38386945/

Islami F, Arias G, Lee D, Wiese D, Baeker Bispo ], Yabroff KR, et al. American
Cancer Society’s Report on the Status of Cancer Disparities in the United States,
2025. CA Cancer ] Clin [Internet]. 2026 Jan 1 [cited 2026 Jan 28];76(1):e70045.
Available from: /doi/pdf/10.3322/caac.70045

Alcaraz KI, Wiedt TL, Daniels EC, Yabroff KR, Guerra CE, Wender RC.
Understanding and addressing social determinants to advance cancer health
equity in the United States: A blueprint for practice, research, and policy. CA
Cancer ] Clin [Internet]. 2020 Jan [cited 2026 Jan 28];70(1):31-46. Available
from: https://pubmed.ncbi.nlm.nih.gov/31661164/

de Freitas C, Martin G. Inclusive public participation in health: Policy, practice
and theoretical contributions to promote the involvement of marginalised
groups in healthcare. Soc Sci Med [Internet]. 2015 Jun 1 [cited 2026 Jan
28];135:31-9. Available from: https://pubmed.ncbi.nlm.nih.gov/25939074/

Subsecretaria de Redes Asistenciales. Division de Atencién Primaria.
Participacion ciudadana en atencién primaria. Un-aporte al desarrollo del
Modelo de Atencion Integral de Salud Familiar y Comunitario y la Satisfaccion
Usuaria. 2016.

Vazquez ML, Siqueira E, Kruze I, Silva A Da, Leite IC. Los procesos de reformay la
participacion social en salud en América Latina. Gac Sanit [Internet]. 2002 [cited
2024 Jul 14];16(1):30-8. Available from:
https://scielo.isciii.es/scielo.php?script=sci_arttext&pid=S0213-
91112002000100005&Ing=es&nrm=iso&tlng=es

Homedes N, Ugalde A. Privatizacion de los servicios de salud: las experiencias de
Chile y Costa Rica. Gac Sanit [Internet]. 2002 [cited 2024 Jul 14];16(1):54-62.
Available from: https://scielo.isciii.es/scielo.php?script=sci_arttext&pid=50213-
91112002000100008&Ing=es&nrm=iso&tlng=es

Labra ME. La reinvencidén neoliberal de la inequidad en Chile: el caso de la salud.
Cad Saude Publica [Internet]. 2002 [cited 2024 May 25];18(4):1041-52.
Available from: https://www.scielo.br/j/csp/a/7FBYST8Tkn4QCjFdNmw8vp]/

Espinoza M, Bernales M, MacIntyre AM, Cabieses B, Rodriguez C, Vargas C, et al.
Manual para la participacion de pacientes en toma de decisiones sobre
cobertura en salud. 2019 [cited 2022 Sep 11]; Available from:
http://repositorio.udd.cl/handle/11447 /2908

Quijano E, Corbeaux T, Villota C, Goic C, Jara ]] de la, Soza-Ried C. The Chilean
experience with national cancer plan and law: a cooperative bridge between the
civil society and the government. International Journal of Scientific Research and
Management (IJSRM) [Internet]. 2022 Oct 3 [cited 2024 May 25];10(10):698-
705. Available from: https://ijsrm.net/index.php/ijsrm/article/view /4206

Estado de Chile. Ley 21258. Ley Nacional del Cancer 2020.



36.

37.

38.

39.

40.

41.

42,

43.

44,

45.

46.

Goic C. Ley Nacional del Cancer. Una historia de participacion ciudadana.
Ediciones Universidad Catdlica de Chile; 2022.

Fabian P, Mella O, Narvaez G. Andlisis del sistema de salud chileno y su
estructura en la participacién social. Saide em Debate. 2023 Feb
27;46(spe4):94-106.

Guerrero-Nancuante C, Melo A, Gundelach P, Fuster N. Participacién social en el
sistema de salud de Chile: aportes reflexivos desde la bioética. Salud Colect
[Internet]. 2023 Nov 13 [cited 2026 Jan 25];19:e4486. Available from:
http://revistas.unla.edu.ar/saludcolectivalSaludColectiva.2023;19:e4486 | https:
//doi.org/10.18294/sc.2023.4486ARTICULO/ARTICLESALUDCOLECTIVAPartici
paciénsocialenelsistemadesaluddeChile:aportesreflexivosdesdelabioética

Cresswell ]. Qualitative inquiry & research design. Choosing among five
approaches. Sage Publications; 2013.

Vasilachis de Gialdino I (Coord), Ameigeiras AR, Chernobilsky LB, Giménez
Béliveau V, Gialdino MR, Mallimaci F, et al. Estrategias de Investigacidon
Cualitativa. Volumen II. Barcelona: Gedisa; 2019.

Bos L, Pinto E, Longinos N, Ketch P, Cockrell D, Boitano T, et al. Supporting our
survivors: an evaluation of the facilitators and barriers to advocacy in cervical
and breast cancer survivors. Oncologist [Internet]. 2025 Jul 4 [cited 2025 Jul
26];30(7). Available from: https://pubmed.ncbi.nlm.nih.gov/40694380/

Liping Y, Lidong Q, Bo Z. Concepts and evaluation of saturation in qualitative
research. Advances in Psychological Science [Internet]. 2022 Mar 15 [cited 2026
Jan 26];30(3):511. Available from:
https://journal.psych.ac.cn/xlkxjz/EN/10.3724/SP.J.1042.2022.00511

Rahimi S, khatooni M. Saturation in qualitative research: An evolutionary
concept analysis. Int ] Nurs Stud Adv [Internet]. 2024 Jun 1 [cited 2026 Jan
26];6:100174. Available from:
https://www.sciencedirect.com/science/article/pii/S2666142X24000018?utm
_source=chatgpt.com

Gale NK, Heath G, Cameron E, Rashid S, Redwood S. Using the framework
method for the analysis of qualitative data in multi-disciplinary health research.
BMC Med Res Methodol [Internet]. 2013 Sep 18 [cited 2024 Jun 7];13(1):1-8.
Available from:
https://bmcmedresmethodol.biomedcentral.com/articles/10.1186/1471-2288-
13-117

Vasquez L, Ferreira R, Mogollon A, Fernandez ], Delgado E, Vargas I. Introducciéon
a las técnicas cualitativas de investigacion aplicadas en salud. Santiago de Cali:
Programa Editorial Universidad del Valle; 2005.

Hernandez Sampieri R, Feranadez Collado C, Baptista Lucio MDP. Metodologia de
la investigacion. Metodologia de la investigacién [Internet]. 2014 [cited 2024 Jul
17];91. Available from:



47.

48.

49,

50.

51.

52.

53.

54.

55.

https://dialnet.unirioja.es/servlet/libro?codigo=775008&info=resumen&idiom
a=SPA

Souliotis K, Peppou LE, Agapidaki E, Tzavara C, Debiais D, Hasurdjiev S, et al.
Health democracy in Europe: Cancer patient organization participation in health
policy. Health Expect [Internet]. 2018 Apr 1 [cited 2024 Jul 15];21(2):474.
Available from: /pmc/articles/PMC5867319/

Roberts A, Vezzani F, Cabieses B, Obach A, Campafia C, Espinoza MA. Exploring
the characteristics of cancer-centred civil society organisations in Chile: A
qualitative study. PLoS One [Internet]. 2025 May 1 [cited 2025 Jul 26];20(5
May). Available from: https://pubmed.ncbi.nlm.nih.gov/40378386/

Back A, Modin Asper M, Madsen S, Eriksson L, Costea VA, Hasson H, et al.
Collaboration between local authorities and civil society organisations for
improving health: a scoping review. BM] Open [Internet]. 2025 Mar 25 [cited
2025 Jul 26];15(3):e092525. Available from:
https://pmc.ncbi.nlm.nih.gov/articles/PMC11938224/

Vienni-Baptista B, Gofii Mazzitelli M, Garcia Bravo MH, Rivas Fauré I, Marin-
Vanegas DF, Hidalgo C. Situated expertise in integration and implementation
processes in Latin America. Humanit Soc Sci Commun [Internet]. 2022 Dec 1
[cited 2025 Jul 26];9(1):1-14. Available from:
https://www.nature.com/articles/s41599-022-01203-7

Gopinathan U, Asoka T, Aponte-Rueda ME, Aryeteey GC, Chaudhuri ER, Cherian
M, et al. Civil Society’s Evidence-Generating Role for Health Policy Decisions: A
Thematic Analysis of a Healthcare Information for All (HIFA) Community Online
Discussion. Int ] Health Policy Manag [Internet]. 2025 May 19 [cited 2025 Jul
26];14:8701. Available from: https://www.ijjhpm.com/article_4750.html

Galasinski D, Zidtkowska ], Elwyn G. Epistemic justice is the basis of shared
decision making. Patient Educ Couns [Internet]. 2023 Jun 1 [cited 2026 Jan
28];111. Available from: https://pubmed.ncbi.nlm.nih.gov/36871402/

Okoroji C, Mackay T, Robotham D, Beckford D, Pinfold V. Epistemic injustice and
mental health research: A pragmatic approach to working with lived experience
expertise. Front Psychiatry [Internet]. 2023 [cited 2026 Jan 28];14. Available
from: https://pubmed.ncbi.nlm.nih.gov/37056406/

Grim K, Naslund H, Allaskog C, Andersson ], Argentzell E, Brostrom K, et al.
Legitimizing user knowledge in mental health services: Epistemic (in)justice and
barriers to knowledge integration. Front Psychiatry [Internet]. 2022 Aug 25
[cited 2026 Jan 28];13. Available from:
https://pubmed.ncbi.nlm.nih.gov/36090358/

Grindell C, Coates E, Croot L, O’Cathain A. The use of co-production, co-design
and co-creation to mobilise knowledge in the management of health conditions:
a systematic review. BMC Health Serv Res [Internet]. 2022 Dec 1 [cited 2026 Jan
28];22(1). Available from: https://pubmed.ncbi.nlm.nih.gov/35799251/



56.

57.

58.

59.

60.

61.

62.

63.

64.

65.

Baggott R, Forster R. Health consumer and patients’ organizations in Europe:
towards a comparative analysis. Health Expectations [Internet]. 2008 Mar 1
[cited 2024 Jul 17];11(1):85-94. Available from:
https://onlinelibrary.wiley.com/doi/full/10.1111/j.1369-7625.2007.00472.x

Hoxha I, Basha-Berisha V, Selmani E, Bahtiri S, Bytyci-Katanolli A, Imeti A, et al.
Social participation in health - case studies from primary health care in Kosovo.
BMC Public Health [Internet]. 2024 Dec 1 [cited 2025 Jul 26];24(1). Available
from: https://pubmed.ncbi.nlm.nih.gov/39702073/

Unger JM, Xiao H, Vaidya R, Leblanc M. Patient Enrollment to Industry-Sponsored
Versus Federally-Sponsored Cancer Clinical Trials. ] Clin Oncol [Internet]. 2024
Nov 20 [cited 2026 Jan 28];42(33):3917-25. Available from:
https://pubmed.ncbi.nlm.nih.gov/39331494/

Gilmore AB, Fabbri A, Baum F, Bertscher A, Bondy K, Chang HJ, et al. Defining and
conceptualising the commercial determinants of health. The Lancet [Internet].
2023 Apr 8 [cited 2026 Jan 28];401(10383):1194-213. Available from:
https://pubmed.ncbi.nlm.nih.gov/36966782/

Kang SY, Bai G, Karas L, Anderson GF. Pharmaceutical Industry Support of US
Patient Advocacy Organizations: An International Context. Am ] Public Health
[Internet]. 2019 Apr 1 [cited 2026 Jan 28];109(4):559. Available from:
https://pmc.ncbi.nlm.nih.gov/articles/PMC6417565/

Esmailzadeh H, Mafimoradi S, Gholami M, Mansourzadeh M], Rajabi F. E-
participation in policy-making for health: a scoping review protocol. BMJ Open
[Internet]. 2024 Sep 16 [cited 2026 Jan 28];14(9):e080538. Available from:
https://pmc.ncbi.nlm.nih.gov/articles/PMC11409256/

Rahbari Bonab M, Rajabi F, Vedadhir A, Majdzadeh R. Sustainable political
commitment is necessary for institutionalizing community participation in
health policy-making: Insights from Iran. Health Research Policy and Systems
2024 22:1 [Internet]. 2024 Feb 13 [cited 2026 Jan 28];22(1):23-. Available from:
https://link.springer.com/article/10.1186/s12961-024-01111-z

Baumann LA, Reinhold AK, Briitt AL. Public and patient involvement in health
policy decision-making on the health system level - A scoping review. Health
Policy (New York) [Internet]. 2022 Oct 1 [cited 2026 Jan 28];126(10):1023-38.
Available from:
https://www.sciencedirect.com/science/article/pii/S0168851022001919

Santinha G, Fernandes A, Oliveira R, Rocha NP. Designing a Health Strategy at
Local Level: A Conceptual Framework for Local Governments. Int ] Environ Res
Public Health [Internet]. 2023 Jul 1 [cited 2026 Jan 28];20(13). Available from:
https://pubmed.ncbi.nlm.nih.gov/37444098/

Bispo JP, Serapioni M. Community participation: Lessons and challenges of the
30 years of health councils in Brazil. ] Glob Health [Internet]. 2021 Mar 27 [cited



66.

67.

68.

2026 Jan 27];11:03061. Available from:
https://pmc.ncbi.nlm.nih.gov/articles/PMC8005309/

Westerink HJ, Oirbans T, Garvelink MM, van Uden-Kraan CF, Zouitni O, Bart HA],
et al. Barriers and facilitators of meaningful patient participation at the
collective level in healthcare organizations: A systematic review. Health Policy
(New York) [Internet]. 2023 Dec 1 [cited 2026 Jan 28];138:104946. Available
from:
https://www.sciencedirect.com/science/article/pii/S01688510230023127utm_
source=chatgpt.com

Menéndez EL. Sujeitos, saberes e estruturas : uma introdugao ao enfoque
relacional no estudo da saude coletiva. Sdo Paulo: Editora Hucitec; 2009.

Lavin CP, Alaniz R, Espinoza M. VISIONS OF STAKEHOLDERS ABOUT
INSTUTIONALIZATION OF HEALTH TECHNOLOGY ASSESSMENT IN CHILE: A
QUALITATIVE STUDY. Int ] Technol Assess Health Care [Internet]. 2017 [cited
2024 Jul 23];33(2):303-6. Available from:
https://www.cambridge.org/core/journals/international-journal-of-
technology-assessment-in-health-care/article /abs/visions-of-stakeholders-
about-instutionalization-of-health-technology-assessment-in-chile-a-qualitative-
study/BF7E4285C4E82A166455E7300419B610



DECLARATIONS
Ethics approval and consent to participate

The study was approved by the Comité Etico Cientifico de la Facultad de Medicina Clinica

Alemana Universidad del Desarrollo (number 2023-60).

Informed Consent Statement: Informed consent was obtained from all subjects involved in

the study.

Consent for publication

Not applicable.

Availability of data and materials

The data supporting this study's findings are available on request from the corresponding
authors, A.O. and B.C. However, the data are not publicly available because they contain

information that could compromise research participant privacy/consent.
Competing interests

The authors declare that they have no competing interests.

Funding

This study was funded by the Centre for Cancer Prevention and Control (CECAN), FONDAP

152220002, ANID Cahile.

Authors’ contributions



BC, AO, FV, CC, AR and ME contributed to the study's conception and design, data
acquisition, analysis, and interpretation. FV and AR drafted the work, and AO, BC, CC, and

ME substantively revised it. All the authors read and approved the final manuscript.

Acknowledgements

The authors are grateful to everyone who participated in the study by sharing their

experiences.



